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Overview 

 Highlight potential benefits and harms of 
expanded data sharing  

 Discuss participant perspectives on 
secondary data uses 

 Offer some suggestions for addressing 
ethical challenges 
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Motivations for Data Sharing 

  “…science and creativity are furthered by 
access to openly available data, and that data 
created by publicly funded bodies should be 
freely available in the research community.” 
Kaye Jane, Heeney C, Hawkins N, de Vries J, Boddington. Data sharing in genomics-re-shaping scientific practice. Nature Rev 2009; 10:331.  
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Goals of Data Sharing 

Increase value of data for: 

 Social and public health 
through greater access  

 Economic yield of federal 
investment  

 New data analysis and 
secondary confirmation of 
research findings  
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The Globalization of Science 

http://flowingdata.com/2011/01/27/map-of-scientific-collaboration-between-researchers/ 
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Scientific Commons: 
Data Sharing as a New Norm 

Sharing of Data Leads to Progress on Alzheimer’s 
Published: August 12, 2010 
New York Times 
http://www.nytimes.com/2010/08/13/health/research/13alzheimer.html 

“THE KEY TO THE ALZHEIMER’S PROJECT WAS AN AGREEMENT AS AMBITIOUS 
AS ITS GOAL: NOT JUST TO RAISE MONEY, NOT JUST TO DO RESEARCH ON A 
VAST SCALE, BUT ALSO TO SHARE ALL THE DATA, MAKING EVERY SINGLE 
FINDING PUBLIC IMMEDIATELY, AVAILABLE TO ANYONE WITH A COMPUTER 
ANYWHERE IN THE WORLD.  
 
NO ONE WOULD OWN THE DATA. NO ONE COULD SUBMIT PATENT 
APPLICATIONS, THOUGH PRIVATE COMPANIES WOULD ULTIMATELY PROFIT 
FROM ANY DRUGS OR IMAGING TESTS DEVELOPED AS A RESULT OF THE 
EFFORT.” 
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http://scienceblogs.com/startswithabang/2010/08/what_is_the_speed_of_gravity.php 

Concerns about Expanded Data Sharing: 
The Ripple Effects 
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Participant Perspectives 
 Adequacy of prospective informed consent 

 Evaluation of non-conventional risks, e.g. 
 Intrinsic or “dignitary” harm to subjects, e.g. persons 

opposed to abortion might unwittingly participate in 
research that identifies a gene linked to a non-lethal 
birth defect—and that finding may increase the 
number of elective abortions) 

Consequential harms, e.g. loss of privacy or 
identification of an individual using other techniques 

 These considerations suggest a need to extend greater 
levels of control to participants after data collection. 
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How Bioethics Research Can Help 

• Improve communication with participants 
• Clarify key information to be discussed during the 

informed consent process 
• Anticipate common questions or concerns about data 

sharing 

• Clarify patient views about the control and disposition of 
primary data and stored biological materials 

• Define potential barriers to research recruitment 
 
 Almost no research has been done examining public 

views of data sharing 



Wendler D. Arch Intern Med 2002;162:1457-62. 



Chen DT. Arch Intern Med 2005;165:652-5. 



12 Clin Pharmacol Ther 2008;84:362-9. 
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Views on Future Use of 
Biological Materials 

Okay to study different diseases  79% 

Willing to sign a one-time release  73% 

Okay for different researchers to use 61% 

Hull SC, Am J Bioeth 2009 
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Preferences For Notification Vs. 
Permission 

If   
Anonymous 

If 
Identifiable 

Notification 
Required 43% 42% 

Permission 
Required 56% 57% 

* Patients do not view distinctions between identifiable, 
coded, double-coded, and anonymous samples as 
important to decisions about sample donation. 
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Potential Privacy Threats 

 Individual Identification and Re-Identification 
 These are rare events; people are increasingly aware 

of numerous threats involving “informational privacy” 

 Participants should be informed about privacy 
protections, but these are often over-
emphasized in human subjects protections 

 Data may be available to users who are not 
subject to institutional safeguards, oversight, and 
professional codes of conduct 
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Potential Harms: Data Integrity 

 Prepublication data may be released prior 
to quality control or full analysis  

 Problematic interpretations by special 
interest groups  

 Controversial or ethically objectionable 
analysis of existing datasets (data mining 
of GWAS data for so-called “gay genes”) 
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Potential Harms: Data Integrity 
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Potential Harms to Data Producers’ 
Interests 

 First Publication Interests  
 Property/Ownership Claims over Methods 

 More of a concern in environmental health 
research than in other areas 

 What works in genomics may not work 
elsewhere 
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Approaches that Work 
 Data Access Committees  

 Informed consent: Shift from promising 
anonymity to consenting to public access, 
restricted access, or no access  
 People who know more about public data sharing are 

less likely to consent to research (McGuire 2012) 

 Research is needed to determine how 
researchers interpret and adopt data sharing 
and withholding policies  
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Guiding Principles  

“Share Everything” 
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Guiding Principles 

 Transparency to research participants must be a priority.  

 Enforcement of compliance data-sharing policies should 
protect original researchers’ interests. 
 Researchers need to trust that system works  

 DAC and IRB relationships need to be clarified. 

 Governance structures should be established to maintain 
some level of public involvement in decisions about data 
sharing (not feasible to continue engagement with each 
participant over extended periods of time). 

 Data sharing cannot be an unfunded mandate. 
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